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Introduction

Coming Into Focus presents a needs assess-
ment related to lowans with brain injury, and
a state action plan to improve lowa’s ability to
meet those needs. Support for this project
came from a grant from the Office of Mater-
nal and Child Health to the lowa Department
of Public Health, lowa’s lead agency for brain
injury. The report is a description of the
needs of people with brain injuries in lowa,
the status of services to meet those needs
and a plan for improving lowa’s system of
supports.

Brain injury can result from a skull fracture or
penetration of the brain, a disease process
such as tumor or infection, or a closed head
injury, such as shaken baby syndrome. Trau-
matic brain injury is a leading cause of death
and disability in children and young adults
(Fick, 1997). In the United States there are as
many as 2 million brain injuries per year, with
300,000 severe enough to require hospital-
ization. Some 50,000 lives are lost every
year to TBI. Eighty to 90 thousand people
have moderate to acute brain injuries that
result in disabling conditions which can last a
lifetime. These conditions can include physi-
cal impairments, memory defects, limited
concentration, communication deficits, emo-
tional problems and deficits in social abilities.

In addition to the personal pain and chal-
lenges to survivors and their families, the

financial cost of brain injuries is enormous.
With traumatic brain injuries, it is estimated
that in 1995 lowa hospitals charged some
$38 million for acute care for injured persons.
National estimates offer a lifetime cost of $4
million for one person with brain injury
(Schootman and Harlan, 1997). With this
estimate, new injuries in 1995 could eventu-
ally cost over $7 billion dollars.

Dramatic improvements in medicine, and the
development of emergency response sys-
tems, means that more people sustaining
brain injuries are being saved. How can we
insure that supports are available to this
emerging population? We have called the
report Coming into Focus, because, despite
the prevalence and the personal and financial
costs to society, brain injury is poorly under-
stood.

The lowa Department of Public Health, the
lowa Advisory Council on Head Injuries State
Plan Task Force, the Brain Injury Association
of lowa and the lowa University Affiliated
Program have worked together to begin
answering this question. A great deal of good
information already existed. This project
brought this information together, gathered
new information where it was needed, and
carried out a process for identifying what
needs to be done in lowa, and what the
priorities will be.



The needs assessment set out to answer the
following basic questions:

1. Who-are the people with brain injury in
lowa?

2. What is the status of their health and well
being?

3. What array of services should be avail-
able for people with brain injuries?

4. Does lowa have the array of services
available in a comprehensive, coordinated
family-centered system?

5. Is the array of services accessible to
people with brain injury and their families?

6. Is the system effectively meeting the
needs of people with brain injury and
families?

7. What can be done to improve lowa’s
services and supports for people with
brain injury?

To answer these questions, the project used
a variety of existing resources. These are
listed as references at the end of the docu-
ment, but included the following important
pieces:

lowa Advisory Council on Head Injuries,
Annual Report 1996

Traumatic Brain Injury Rehabilitation Database,
lowa Department of Public Health

Central Registry on Brain and Spinal Cord
Injury Annual Reports, 1994, 1995, 1996
lowa Department of Public Health

Life After Brain Injury, lowa Department of
Public Health

Survey by the Brain Injury Association of lowa

Training needs survey
lowa University Affiliated Program

Department of Education Survey
of AEA Brain Injury Teams

In addition to working with existing docu-
ments, the project funded an extensive sur-
vey of both providers and consumers. The
survey was conducted by Hoyt-Mack and
Associates, of Ames lowa. Hoyt-Mack worked
with the Advisory Council on Head Injuries,
the lowa Dept. of Public Health and the lowa
University Affiliated Program to develop the
surveys.

The needs assessment portion of this docu-
ment was designed to answer questions that
would lead to a solid plan for improving the
service delivery system to people with brain
injury in lowa. It was also designed to be
understood by a wide variety of audiences,
including those that may be unfamiliar with
issues surrounding brain injuries.

In August and September of 1998, The State
Plan Task Force of the lowa Advisory Council
on Head Injuries met to review the needs
assessment and to use it in developing a
state plan.

Neither the needs assessment or the plan are
intended to be permanent fixtures. Both
should be reassessed on a regular basis but
they provide an important place to start.

We hope this document will help bring the
needs of people with brain injuries and their
families into focus, and provide a map for col-
laborative efforts to improve their quality of life.



Who are the people

with brain injuries in lowa?

We need a greater understanding of what brain injury is
and its lifetime effects so survivors and families
don't have to explain it all the time.

—Ferson with brain injury

The tragedy and challenge of brain injury can
occur to any individual, any family at any
time. This year, it will happen when an 80
year-old grandmother falls at home, a six-
year-old boy riding a bike without a helmet
hits a fence, a teenaged girl is thrown from a
horse, a baby is shaken by an angry parent,
a middle-aged father is rescued from drown-
ing, a promising medical student falls asleep
at the wheel of his car. For every incident,
lives are changed and begun again. This
section will present the statistical picture, to
the extent it is known, of brain injury in lowa:
The who, how and where.

Defining brain injury

Nationally and in lowa, there are both major
and minor variations between laws, agencies
and even within the same agency in how
brain injury is defined. Some of the variations
are efforts to define brain injury in a way that
makes it possible to quantify with some
degree of accuracy. For example, restricting
a definition to external trauma makes it easier
for hospitals to participate in lowa’s brain
injury registry, which requires reports on all

persons hospitalized with brain injuries within
45 days of the quarter in which the individual
is discharged, transferred or pronounced
dead. But a definition of brain injury is not
just a diagnosis, it can also be a key, or a
barrier, to funding streams and services.

The definition used in the federal grant appli-
cation for this project is: Traumatic brain
injury means an acquired injury to the brain.
Such term does not include brain dysfunction
caused by congenital or degenerative disor-
ders, nor birth trauma, but may include inju-
ries caused by anoxia due to near drowning.

The definition used for determining eligibility
for the lowa Medicaid Home and Community-
Based Waiver Program for people with brain
injury uses a broader definition than the one
in the code: Brain injury means clinically
evident damage to the brain resulting directly
or indirectly from trauma infection, anoxia,
vascular lesions or tumor of the brain, not
primarily related to degenerative or aging
processes, which temporarily or permanently
impairs a persons physical, cognitive or
behavioral functions. The waiver definition



then goes on to list 43 diagnoses from the 9™
International Classification of Diseases (ICD-
9) that involve injury to the brain. This defini-
tion excludes spinal cord injuries from its
definition.

Who

Since 1990 the lowa Department of Public
Health has provided a yearly report on Trau-
matic Brain Injuries (TBI) in lowa. (Schootman
and Harlan 1996, 1997, 1998). These inju-
ries are identified through the International
Classification of Diseases 9" Edition, which is
used by medical facilities in billing.

The lowa report combines data from several
sources: The lowa Central Registry for Brain
and Spinal Cord Injuries; ten large lowa
hospitals; death certificates and hospital
discharge data. Following the end of each
calendar year, hospitals sending in data
receive a letter inquiring about additional
injuries meeting the inclusion criteria. Letters
are also sent to hospitals not sending data.
This letter asks the hospital to confirm that no
traumatic brain injuries were reported. In a
recent study, the completeness of TBI report-
ing was assessed using four different data
sources: the trauma system registry, the
paper forms that were received, the hospital
discharge database, and death certificates. It
was found that when including all four data-
bases, only two percent of reportable TBIs
were not reported. Overall, lowans aged 85
and older were most likely to be missed of
any age group.

In 1996 a total of 2205 cases of traumatic
brain injuries were identified, three more than

in 1995. This is a rate of 77 per 100,000, the
equivalent of a traumatic brain injury every
four hours in lowa. A total of 265 lowans died
of these injuries, 75 less than in 1995. This is
in line with national statistics on brain injury
death rates of 110 per 100,000.

Figure 1. Rate (per 100,000 population) of traumatic brain
injuries by age and sex, lowa 1996
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The rate of TBI for males is twice the rate for
females in lowa, which corresponds roughly
to national figures. Nationally, death rates of
men from TBI are 3 times that of females
(Kraus, 1996). This difference is assumed to
be connected with risk-taking behavior in
men and occupational hazards that are more
common in men.

Age is a significant factor in occurrence of
TBI. Males over 85 have by far the highest
incidence of TBI, with a rate of 250 per
100,000, while females in that age group
have a rate of 150 per 100,000. The second
highest group is males in the 15-24 age
group, with approximately 175 per 100,000.

National statistics indicate that people who
have one brain injury are at greatly increased



risk for sustaining additional brain injuries.
After the first injury, risk for a second is three
times greater than for the general population,
and after a second brain injury, a third injury
is 8 times more likely (Fick and Petty 1997).

Causes

The two leading causes of traumatic brain
injury in lowa are motor vehicle crashes and
falls. Motor vehicle crashes accounted for
44.6% of TBIs in 1996, which is below the
national rate of 50%. Fifty-four percent of
lowans in automobile crashes that resulted in
nonfatal brain injuries were not wearing seat
belts at the time of the crash.

Falls are the second leading cause of TBIs in
lowa, at 25%, which is above the national

Figure 2. Percentage of severe traumatic brain injuries by

cause, lowa 1996
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rate of 20% (Brain Injury Association, Inc./
USA, 1997). lowa’s high population of elderly
people probably accounts for this difference
with 42% of those falls occurring in people
over the age of 65. Children from birth to four
have the next highest rate of brain injuries
from falls, 36 per 100,000. For every age
group, females were more likely to be injured
from falls than males. Brain injuries caused

by falls are expected to increase as the
percentage of elderly people in lowa contin-
ues to grow. In its 1994 report, the lowa
Department of Public Health had a special
focus on falls among the elderly. TBIs from
falls among the elderly were at almost the

Figure 3. Rate (per 100,000 population) of traumatic brain
injuries for falls and motor vehicle crashes, lowa 1996
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same rate of TBIs from motor vehicle crashes
in the 15-24 age group. It was also noted that
a high percent of brain injuries from falls in
the elderly resulted in death. Of all fatal fall-
related brain injuries in lowa that year, 75%
were in people over 65. While children may
receive brain injuries falling from playground
equipment, chairs or trees, the elderly are
more likely to sustain brain injuries falling
down stairs. TBI is only part of the public
health risk of falls. Falls cause a high level of

Figure 4. Frequency of motorcycle and bicycle-related
traumatic brain injuries, lowa 1995
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disability and even death as a result of hip
fractures and other injuries.

Bicycle crashes account for the next, but
much smaller number of traumatic brain
injuries, at 5%. Five to 14-year-olds account

for 58% of the bicycle injuries. Eighty-four
percent of those injuries were people not
wearing bicycle helmets.

A summary of all causes of brain injury by
age follows.

ALL CAUSES of BRAIN INJURY, BY AGE
Cause 0-4 5-14 15-24 25-34 35-44 45-54 55-64 65-74 75-84 85+
Animals 2 5 5 0 0 3 0 0 4 0
Assaults 11 1 31 35 28 6 2 2 1 1
Bicycles 2 64 15 8 11 4 1 2 2 0
Falls 71 61 40 28 35 47 42 59 92 82
Motor Vehicle 21 64 375 173 135 86 45 35 31 9
Motorcycle 1 1 23 19 19 11 8 2 0 1
Other/Unk 10 27 29 32 33 23 11 12 15 13
Pedestrian 5 36 9 9 6 4 0 6 1 4
Sports 1 17 32 5 2 0 1 0 0 0
Total 124 276 559 309 269 184 110 118 146 110

Where

The incidence and cause of brain injury vary
across the state of lowa. lowa is among the
ten states with the highest percentage of rural
residents (U.S. Census 1990). In their 1995
report of TBI statistics, the lowa Department
of Public Health (Schootman and Harlan,
1997) did a special focus on rural and urban
differences in incidence and cause of TBI.
To look at these differences, they classified
lowa’s 99 counties according to population
per square mile. Then they looked at inci-
dence statistics based on this classification.
The overall picture is that the rate of TBI per
100,000 population is highest in the most
rural and the most urban counties, although
the rural counties were the highest. How-
ever, the fatality rates for TBI were highest in
the most rural counties and progressively
lower with increased population. The differ-

ence in the fatality rates was in the fatal
injuries involving motor vehicles. Fatal falls
and assaults were actually higher in the more
urban areas.

Most of the contrast is between the 21 most
rural counties and the rest of the state. These
counties have some important defining char-
acteristics. Typically there is no community

Figure 5 Overall traumatic brain injury rates and mortality rates
by county population density, lowa 1995
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Figure 6 Traumatic brain injury rates by cause and county
population density, lowa 1995
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Figure 7 Emergency medical response (EMS) times by rural and
urban location of motor vehicle crash (MVC),
United States 1995
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over 5,000 anywhere in the county, and
usually they are not adjacent to larger popu-
lation centers. They are likely to have a
higher proportion of unpaved roads. These
are also areas that are more distant from
healthcare facilities, particularly ones well
suited to manage trauma.

Minorities

Compared to other states, lowa’s minority
population is very small. The largest minority
group in lowa is African-American. The 1990
National Census reported under 2% of lo-
wans as African-American (black) while

reporting 15% nationally. The total of all
minority populations in lowa is only 5%.

Figure 8

Rate of traumatic brain injury by Hispanic ethnicity and race,
lowa 1995
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Although based on small numbers, rates of
TBI in Hispanic, black and Native Americans
are higher than in white and nonhispanic
populations which corresponds with national
estimates. However, 50% of the reports in
the registry have no identification of race or
ethnicity.

Prison Population

The connection between brain injury and
violent and/or criminal behavior is not a new
area of research, but has become of more
interest in recent years. Many studies have
found correlations between violent crime and
presence of brain injuries in the offender, and
some researchers even maintain that very
high percentages of people on death row
have actually sustained neurotrauma. Others
argue that research has not shown whether
brain injury is a cause of violent behavior, or
whether people with a tendency to violence
are more likely to sustain a brain injury.



Little is known about the number of prisoners
with head injury in lowa. Rate of violent
crime in lowa is almost half the national
average, and the number of prisoners per
100,000 population is only 60% of the na-
tional average (Stephan and Memola, 1997).
Prison officials in lowa acknowledge only a
“handful” of prisoners with diagnosed brain
injury. Medical classification personnel in the
lowa prison system have concerns about the
effect that a “vague relationship between
brain injury and socially unacceptable behav-
ior” might have in criminal prosecution.

Community based corrections personnel
report that prisoners with brain injuries in
community settings face the same kinds of
problems in obtaining appropriate residential
and rehabilitation services, and funding
issues, that the non-criminal population
faces. There is little available that is appropri-
ate, and funding is limited.

Agency Data

Estimates from the lowa Department of
Education on students with brain injuries are
low, available for a limited number of years,
and not considered very accurate. There are
currently 70,000 lowa students in special
education, but as the department no longer
categorizes them by diagnosis, figures on
students with brain injury are not available.
In the 1994 count, when there was still identi-
fication by disability type, there were 117
students identified as brain injured. This is
considered by some to be a low estimate,
since many students with brain injury prob-

ably were identified under other primary
diagnoses such as behavior disordered. The
IDPH census figures for 1996 show 879
individuals under the age of 22 were hospital-
ized with a brain injury. It should be assumed
that many of these young people returned to
the public schools after their injuries.

As the state education consultant for brain
injury suggests, the data probably best repre-
sents how little we know about the true num-
bers of students with brain injury in special
education.

lowa’s Division of Vocational Rehabilitation
identified 370 individuals on the division’s
active case load of 11,797 (May, 1998) that
have brain injury identified as one of their
disabilities or disabling conditions. This
number does not include anyone who would
currently be on the division’s waiting list, or
who was served in the past, but who currently
does not have an open case file.

The lowa Department of Human Services
estimates that of the 8478 individuals who
are funded or receiving services through the
department’s programs, 300 are individuals
with a brain injury. Services that may be
included in this list include state Medicaid
Waiver services, individuals receiving juvenile
services, and individuals under the age of 18
who are in residential settings. Individuals
who are over the age of 18 are the responsi-
bility of their county of legal settlement. Ac-
curate figures for the numbers of individuals
with brain injury that are receiving services
through the county funding system in any or
all of the 99 counties are not available.



Statistics on the Total lowa
Population with Brain Injury

Several factors contribute to the difficulty of
getting accurate estimates of the number of
people with brain injury living in lowa. Among
them are the varying definitions of brain
injury, the difficulty of counting people who
are not hospitalized for their injuries,
misclassification, and the difficulty of identify-
ing people who are not in “the system.”
(Kraus and McArthur, 1996).

After hospitalization, many people with brain
injuries leave the health and human services
delivery system. And many people with brain
injury are never hospitalized. Since there is
no central registry for less severe brain injury,
estimating a total number of people in lowa
with brain injuries is challenging. Underesti-
mating the resources needed would not be

helpful, but neither would alarming the public
with high estimates that include people who
may in fact need little or no support. An
estimate is that 7 to 8 thousand lowans per
year incur a brain injury (Schootman and
Harlan, 1996). While most of these did not
result in hospitalization, the injuries often
have major effects on survivors and their
families.

A very rough national figure suggests 1 in
220 people, or 130,000 lowans, live with the
effects of a brain injury (Kraus and McArthur,
1996).

In this section, the broad population param-
eters for lowans with brain injury have been
described. In the next section, the report
offers a view of how some of these lowans
are doing.



2.
What is the health status and well being
of lowans with brain injury?

| don't know yesterday.
~lowan with brain injury

Although brain injury is the leading cause of
death and disability among children and
young adults in the United States and in
lowa, it is also one of the most hidden and
least understood disabilities. After hospitaliza-
tion, often with no community service struc-
ture to move in to, people with brain injury
return to their families and homes and try to
pick up their lives. One family has compared
it to “walking the plank.” In recent years,
there has been a growing interest in these
survivors, in their families and in the chal-
lenges of life post-injury.

A number of sources were used to help bring
into focus a picture of how lowans with brain
injury are doing: What are the long-term
effects of the injury? Where are they living?
How is their health and well being? The lowa
Department of Public Health’s most recent
report on brain injury (Schootman and
Harlan, 1998) offers information on the sever-
ity of injuries of those who have been hospi-
talized with traumatic brain injury. The lowa
Department of Public Health also
(Schootman, 1998) recently published a
report on a survey of over 400 lowans who

10

were a year to a year and a half post brain
injury which has provided important insights
into the immediate return to community life.
As part of this MCH project’s needs assess-
ment activities, Hoyt-Mack Research Associ-
ates, of Ames, lowa, conducted in-depth
telephone interviews with a group of 100
consumers and/or family members, repre-
senting people aged 7 to 73 with a median
age of 35. Fifty percent of the people in this
group had received their injuries ten years
ago or more, which offers a long range look
at the lives of survivors. William McMordie
of lowa Methodist Medical Center in Des
Moines conducted research (McMordie et al,
1989) on the employment status of some 177
lowans after a traumatic brain injury which
provides a framework for looking at the em-
ployment status of survivors in both the Life
After Head Injury and telephone surveys.

Where Do They Live?

In lowa’s 1996 TBI census, 76 percent of
lowans with TBIs who were admitted as
inpatients were discharged to their own



homes (Schootman and Harlan, 1998). Eight
percent were discharged to a residential
facility (with or without skilled nursing ser-
vices), eight percent were discharged to
inpatient rehabilitation, 5 percent were trans-
ferred to another acute care facility, and 2.6
percent died as inpatients. The remainder of
the patients had “other” discharges.

The percentage of persons discharged home
ranged from 67 percent for falls to 100 per-
cent for TBIs resulting from sports. Seven-
teen percent of motorcycle-related TBIs
required admission to inpatient rehabilitation.

In the one year post-injury follow up study by
Schootman (1998), 74 % of the respondents

were living with family and 15% living on their
own.

In the Hoyt-Mack survey, 30% of the respon-
dents were living by themselves, but half of
these, or 15% of the total in the telephone
survey, also have someone else who helps
take care of things. Over 90% of the time, this
person is a relative. The remaining 70% live
with someone else, most frequently with
parents (35%) other family (46%) or in a
group home setting (15%). Just under one-
half (48%) report that their living situation
changed since the injury. This mainly repre-
sents the group who were old enough to be
on their own at the time of the injury, and had
to move back with family or into a care set-
ting.

The Effects of the Injury

The effects of brain injury were assessed in
both the one year follow-up and the tele-
phone surveys. In the IDPH study, 70% of the
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surveys were filled out by the survivor, and
the rest by a family member. In the telephone
survey for adults, 27% of the interviews were
done with survivors, 69% were done by a
family member and 4% by a family member
and the survivor together. The task force from
the lowa Advisory Council on Head Injuries
suggested that people with brain injury tend
to see less disability in themselves, and to be
more positive about their functioning than
family members might be. Having both
perspectives should be helpful.

Figure 9 Percentage of persons who experienced conditions
since the injury

Having less energy
Memory loss
Difficulty concentrating
Mood changes
Severe headaches
Sleep problems
Withdrawn
Nervousness/anxiety
Contractures
Spasticity
Bladder/urinary tract infection
Unintented weight loss
Other
Subsequent head injury
Seizures
Pressure sore

Percentage

In the Schootman study, 70% of the respon-
dents reported developing one or more condi-
tions since the injury. Having less energy or
getting tired more quickly, memory loss and
difficulty concentrating were reported most
frequently. Ninety-eight percent of those with
severe brain injuries reported a problem,
while 69% of those with mild brain injuries
did. For those with severe brain injuries,
difficulty concentrating was the most fre-
quently reported problem. For people with
moderate and mild injuries, having less
energy was the most often reported problem.



The telephone interviews used broad areas
of concern as prompts in the interviews, but
all participants were asked for additional
comments as well. The areas covered physi-
cal difficulties, memory difficulties, difficulties
organizing activities, difficulties making deci-
sions, emotional difficulties and learning
difficulties.

Physical Difficulties

Most of the telephone survey respondents
(81%) reported one or more physical difficul-
ties. Eighty-three percent of the family mem-
bers mentioned physical difficulties, and 73%
of the people with brain injury, a difference
not large enough to be considered statisti-
cally significant. Most common among these
physical difficulties were trouble walking,
including balance difficulties or walking with
an uneven gait, poor coordination, and diffi-
culties with speech. A few respondents
mentioned trouble swallowing, incontinence,
pain, vision limitations, weakness, and limited
or no hearing. A small proportion of the
respondents reported more severe physical
limitations requiring full-time caregivers.
Those whose injuries had occurred since
1990 were a little more likely to report physi-
cal disabilities than the group injured before
1990, but it was not a statistically significant
difference.

Memory Difficulties

e | don’'t know yesterday

e He has trouble remembering appoint-
ments, medications, things like that

e She has trouble with names, gets con-
fused about what to call things

e | can't recall telephone conversations after
| hang up

e Does laundry, can’t recall if put soap in

e | had a meeting on a calendar one night,
another the next night, and | went to the
wrong one

Many report needing to use memory aids to

help with this short term memory problem.

e Has to write stuff down to help remember

e Has to use a list to remember

e If don’t write it down, he will not remember
it

Respondents also report that memory prob-

lems may be worse at some times than

others.

e Thinking slows down when he gets tired,
works very hard at memory

e Memory problems, especially when tired

Organizing Daily Activities

Nine of every ten respondents in the tele-
phone survey (92%) report having memory
difficulties. Most common, by far, are short
term memory problems, reported by 79% of
those reporting memory problems. Some
examples of specifics:

Nearly two-thirds of the telephone survey

respondents (64%) report that they have

problems organizing daily activities. Fifty-one

percent of those reporting this problem say it

is related to the short term memory limitations

mentioned above:

e Has to use datebook to schedule and
journal to remember what she did

e Tell him to do chores and he forgets.

e Sequencing events is difficult, can not
have two appointments in one day

e Uses an appointment book. If something
is not in it, he doesn’t do it



Twenty-two percent of those reporting this
problem speak to a general need for assis-
tance or dependence on others for organizing
and scheduling activities. This also includes
children who are too young to be expected to
organize their own activities yet. Comments
included:

He does not organize daily activities.

Has to be directed by others

Has to get up early to be ready to do
things, needs direction

Group home managers must check on
him to see if he has planned his meals
Has to have day scheduled and written
down for him

Each day has to be scheduled on paper

Other examples include getting sidetracked
easily and problems with motivation.

Trouble taking the initiative

Trouble keeping appointments

Low motivation, trouble setting goals
Tries to write down things in list, but if not
in right order she has trouble

Needs a plan to get out of bed each day
When he is having a bad day, it is difficult
to schedule

Making decisions

Three-fourths of the telephone survey re-
spondents (75 %) report difficulties with
making decisions. Survivors were signifi-
cantly less likely to report difficulties with
decisions than family members. Sixty percent
of the survivors mention this problem, but
79% of the family members do. When asked
for specifics, about one third of the respon-
dents (32%) mention problems reaching
closure.

Difficulty with decisions as simple as
when he is through with lunch
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Can’t decide what to order in a restaurant
Trouble buying clothes

Everyday decisions, such as picking a
movie or buying clothes

Takes him a long time

Would get dressed, then change a few
times

Indecisive or takes a long time to decide
Slower on more complicated decisions

About one in five (21%) of those mentioning
decision making problems refer to occa-
sional problems with decisions that are not
well-advised or realistic.

Forgets limitations, not making decisions
based in reality

Poor decisions, takes SS money and uses
it for gambling

Sometimes makes irrational decisions
Trouble making social decisions and is
often inappropriate to them

One time makes rash decisions, another
time can not make a decision

Other examples include difficulties associated
with disagreement on decisions, indecisive-
ness or lack of confidence in decisions,
trouble evaluating the situation to make a
decision, and maintaining focus.

Does not always accept spouse’s ratio-
nale

Hard to deal with rejection of what he has
decided on

Lacks confidence in decisions that she
makes

Calls home frequently to get advice on
what to do and how to do things

No initiation

When tired, gets easily frustrated with
having to make decisions

Has trouble keeping focused on longer
questions.



e Does not always attend to things long

enough to make a decision

Emotional difficulties

Just over three-fourths of the telephone
survey respondents (76%) report some type
of emotional difficulties resulting from the
brain injury. About one fourth (26%) report
some instances of heightened or accentuated
emotional responses to situations:

More sentimental, cries easily

Is more sensitive to comments from
others

Sometimes more sensitive about things
More sensitive to things

Cries easily

In 20%, this heightened response takes the
form of anger or frustration.

Anger outbursts, yells

Reacts with anger more rapidly

Shorter fuse and explosive anger

Anger outbursts when he gets frustrated
Is more irritable, but has learned to control
it

On the other hand, some 12% of the respon-
dents indicate a lower affective response,
less emotional reaction.

Little more emotional, especially when
tired

Flat affect, does not express emotions
Shows no emotion, no animation

Ten percent report mental health concerns,
particularly with respect to depression

Has some problems with depression
Has threatened suicide

Some self-esteem and self-confidence
issues
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Many mood swings

Depressed, on Prozac now and that has
helped

Very moody and easily depressed

Fig. 10 Experience Emotional Difficulties

No
24%

Yes
76%

Learning difficulties

More than eight in ten of the telephone sur-
vey respondents (84%) report having learning
difficulties as a result of the brain injury.
Although not statistically significant, in con-
trast to some of the other reports on prob-
lems, more people with brain injury (93%)
named this as a problem than family mem-
bers (81%). Forty-three percent of the learn-
ing difficulties named were memory related.
Can not remember what he reads

Should know, by now, the safe way to get
out of a chair, but forgets

Could not handle to go to school now,
can’'t remember what she needs to
Forgot much of what he had previously
learned



Nearly a third (32%) report that the person
with brain injury can learn, but that it takes
longer to acquire information and may require
alternative forms of learning.

Has to repeat tasks to retain them
Takes longer to learn

Needs to review things to get the same
amount of recall as others

Can learn, but just takes longer.

Has to study something 3 to 4 times to
learn it

Gets more information from video than
from reading

Needs tasks broken down in order to do
them

Learns better visually

Twelve percent note that focus and attention
issues effect learning.

Attention problems, mind tends to wander
Attention problems, easily distracted by
noise

Can only focus a short time

Work

The high number of survivors reporting prob-
lems with memory, concentration and emo-
tional problems also supports research
showing that returning to work post-injury is a
problem. In 1989, William McMordie of lowa
Methodist Medical Center in Des Moines
studied the work situations of 177 lowans
who had sustained head injuries (McMordie
et al, 1989). This survey was mailed to
members of the lowa Head Injury Association
and respondents included 138 males and 39
females over the age of 19. The authors
noted that a sample coming from a support
group might be biased somewhat toward
people with more serious problems.
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Over half of the study group reported being in
no work at all. The other half included people
in volunteer, part time, work training and
sheltered work, with only 17 of the group
being involved with regular full time employ-
ment. The study also looked at problems
people were having related to the brain injury.
Reports of learning problems, motor prob-
lems and ambulation difficulties were signifi-
cantly higher in those who were not working
as compared to those who were able to be
competitively employed. It was also noted
that people over the age of 40 had the hard-
est time returning to work, while teens and
people in their twenties or thirties were about
the same.

McMordie’s study was in part an answer to
research in England that showed most
people with head injuries were able to work.
While McMordie’s lowa study shows opposite
results, the author points out that the British
work was done in the late 1960s. “The
most important factor is that persons who
would have died from their head injuries

20 years ago are surviving today because
of improved medical technology. Recent
studies on return to work after head injury
does not suggest that most people will be
able to return to work after sustaining a
severe head injury,” McMordie explains.
The McMordie work itself is now ten years
old, and the situation may be of even more
concern today.

The Life After Brain Injury survey (Schootman
1998) supports McMordie’s conclusions.
Although 46% of the respondents reported
being employed, only about half of those
were actually in either full or part time work
performed independently. The rest were in
sheltered work or training or supported work
settings.



In the telephone survey group, a little over
one third of the survivors (34%) currently
work. The types of employment mentioned
ranged from professional/white collar type
occupations (e.g., financial planner, rehabili-
tation counselor) to more service and laborer
types of work (e.g., cleaning worker, store
clerk, cafeteria aide), skilled and semi-skilled
work (e.g., mechanic), and part-time workers.
Some respondents also reported being in-
volved in voluntary work. While many of the
respondents mentioned some degree of
limitations, some were still involved in work
that requires more physical activity (e.g.,
farmer). Among those who work, 38 percent
are part-time workers (mostly in service
positions), 24 percent are service and laborer
positions, 24 percent are in skilled and semi-
skilled work, and 14 percent are in profes-
sional and white collar positions.

For the people with brain injury who were not
working, the two primary reasons (represent-
ing over half of those not working) were
physical (e.g., speech limitations, physically
unable to perform work) or mental (e.qg.,
memory problems) limitations directly related
to the Traumatic Brain Injury. A few respon-
dents indicated that they had initially tried to
return to work but had to quit or were fired
due to problems with aspects of the job. In
total, about 9 percent of the persons not
working were looking for, but unable to find,
employment.

Almost one-fourth (23%) of the persons not
working were either too young to work or
were still in school.
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Changes in lifestyle

Not surprisingly, the telephone interviews
showed nearly all (93%) of the people with
brain injuries had to make many changes in
their lifestyle because of the injury. Many
examples highlighted changes in physical or
mental abilities:

Takes a nap after dinner to keep from
getting too tired

Lack of independence, has to have a
care-giver with him all of the time

Was very athletic, now cannot be

In a wheelchair, can’t drive

Can not drink, alcohol counteracts medi-
cations

Can not drive

No longer drives

About one in five comments centered on imp-
lications for social and personal relationships:
Not able to maintain long-term romantic
relationship

Used to be social, now very isolated
Wife filed for divorce

No social life

Don’t go out much with other people
Does not leave the house much
Divorced after injury

Spouse had to help a lot, hard to be
independent

Lost all of his friends

Hard time with conversations

Husband left her

Does not like being around people any-
more

Has to be forced to go out and do things
Used to date a lot, now does not even
think about relationship

Socialization is very difficult



e Has not dated anyone since the accident

e Worries if she could ever be in a long term
relationship

e No one to socialize with

Not being independent in daily routines also

was mentioned:

e Grandmother came and took care of her
and the children

e Can’t work and lives in public housing

e Was previously independent, now lives
with parents

e Used to live in nice house, now in an
apartment

e Could not finish school, lives with parents

Changes in Activities

Eight out of ten of the telephone survey

respondents (79%) mentioned activities they

could no longer do. Most comments focused

on sports and other physical activities requir-

ing high levels of energy and coordination.

e Used to be athletic, but can not run
anymore

e Can not participate in sports

e Can not dance

e No athletics

e Can’t hunt because he can not walk
too well

e Can not swim

e Sports, baseball, softball

e Can'treally run

e No sports, uses a cane to help with
balance

A number of respondents noted the inability
to drive. Others mentioned the need to avoid
crowds, groups, or situations where there
was a lot of noise.
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e Does not like being in crowds

e Group situations are very difficult

e Can’t handle loud crowds

e Does not like loud noises

e No crowds or any situation that involves
stress

There were also a number of more specific

changes in activities ranging from minor to

major restriction.

e Can no longer do woodworking

e Balance is bad, can’t do activities like
mowing or cleaning out the tub

e Can’t do volunteer service organizations
because of fatigue

e Has trouble playing with kids because of
hand-eye coordination

e Can not go to long events, problem with
attention span

e No strenuous activities, tires easily

e Just about everything

e Cannot turn pages to read

e Can not do anything that raises body
temperature

Family Life

Brain injuries don’t happen just to an indi-
vidual, they happen to a family. Families are
the major service provider for people with
brain injuries when the hospitalization is over.
The health and well being of the family is also
affected by the injury and is a critical part of
any needs assessment.

Most (87%) of the telephone survey respon-
dents report that their family changed in
some way as a result of the brain injury. As
noted in the changes in lifestyle responses,
these changes sometimes included the loss



of a marital partner and in other instances

marital stress.

e Divorced right after TBI. Can’t visit
children

e Went through two marital therapists and
was separated for six months

e Some initial conflict, lots of ‘close calls’

Other family members also showed signs of

stress.

e Early negative reactions from siblings,
took too much of parent’s time

e Having an adult child at home has caused
strain on parent’s relationship

e His inactivity and loss of interest has
required some adjustment by other family
members

e Younger sister irritates him due to her lack
of understanding

e Children are always throwing memory
problems in her face

e It has shook everyone up, she now has a
different family role

e Was the oldest, has been a tough adjust-
ment for younger siblings

e Father has not educated himself about
TBI, can not handle it

However, in addition to comments about

problems and stresses, many also refer to a

family coming together, making the needed

adjustments, and sometimes getting closer

through this experience.

e They have had to adapt, but have been
very understanding

e Family had to move to help with his needs

e Moved when could to be closer to family
for help

e Mother took early retirement to work with
him

e Everyone came together to help

e Sister got involved in TBI associations

e Family has adjusted to TBI, no education
for families, had to learn slowly

e Mom became involved as a special edu-
cation consultant, relationships are good

e Family has adjusted and is very support-
ive

e Both good and bad, was hard on kids, but
now family closer together

e Wife had to go back to school and get a
job to support family

e Have been supportive and traveled a lot
to visit while in hospital

e Family has to be there for him around the
clock

e Family is a lot closer now

e They have changed their way of thinking
about TBIs

e Family became very involved in brain
Injury association

Summary

Itis clear that the vast majority of people with
brain injuries have some long term problems
as a result of their injury. Memory loss, prob-
lems with concentration, headaches,
ambulation and other motor problems. Work,
school, family and other relationships — the
things we look at to assess our quality of
life— are strongly effected by these ongoing
problems. The survivor and family struggle to
build and maintain a good post-injury life.

What can help with rehabilitation and long
term adjustment for these survivors and their
families? Section 3 looks at the array of
services and supports that should be avail-
able in a quality state system for people with
brain injuries.



3.
What array of services should be

available for lowans with brain

injury?

Basica//y, | lost almost everything for about five weeks,
and | went home to try to start over with every'l'hing.
—/Jowar with a brain %

People living with the effects of a brain injury
have been identified as an emerging and
poorly understood population, relative to
people with other kinds of disabilities. Our
understanding of the array of services
needed to help with their rehabilitation and
long-term support is also emerging. The
immediate medical treatment for the person
experiencing a traumatic brain injury is fairly
well established. But what follows is much
less well understood. The degree of recovery
eventually achieved and the process of
recovery varies from individual to individual;
although physical impairment is common, the
more severe disabling effects of brain injury
are in cognition and behavior. For many,
these effects call for life long change, adjust-
ment, and support. In addition, because
some of the recovery is gradual and sponta-
neous, we have less scientific understanding
of what kind of rehabilitation is effective.

As brain injury survival has increased due to
medical technology and delivery, concern
about the disorganized development of reha-
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bilitation services has also grown. Over ten
years ago, the federal government funded a
number of demonstration programs to de-
velop models for a quality continuum of
services that should be available for persons
with traumatic brain injury (Ragnarsson, et al.
1993)

The services identified for that model in-
cluded:

e Emergency medical services with sophis-

ticated field evaluation and transportation

Acute comprehensive rehabilitation ser-
vices with a complete interdisciplinary
team, including vocational and educa-
tional representation

Long term interdisciplinary rehabilitation
follow-up services and assessment includ-
ing medical, social, psychological and
vocational.

Other important elements in the model con-
tinuum included behavior modification pro-



grams, rehabilitation services at home, case
management and community living options.

There are many different approaches to
identifying the range of services to meet the
needs of people with brain injury. The model
program listed above named broad areas of
service. Other approaches make finer dis-
tinctions in services. In a recent rehabilitation
survey in lowa, (Ul Injury Prevention Re-
search Center et al, 1997 ) service providers
chose from a much more detailed list of
services and supports, 90 in all. The range
included specific types of services such as
peer counseling and several different kinds of
employment service options.

The Service Task Force Report for the lowa
Advisory Council on Head Injuries (ACHI
1996) describes the service needs as follows:

Persons with disabilities, including
persons with brain injury, need a
flexible set of services and supports so
that they may return to living indepen-
dently and productively. People with
brain injury often have cognitive limita-
tions as a result of the injury. These
limitations may include problems with
memory, attention, planning and judg-
ment. These limitations make it difficult
for many lowans with brain injury to be
effective self-advocates for the ser-
vices they need. As a result, it is ex-
tremely difficult for these individuals to
access needed services which are
often administered through a maze of
state departments and local agencies.
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The task force guiding the needs assessment
for this project was asked to identify the
range of services that would be used in
surveying providers and survivors in lowa.
The task force first identified ARRAY as a
better term than CONTINUUM in describing
the range of needed services and supports.
Array was chosen to get away from the idea
that people needed to go through a series of
service steps as they progressed. The term
array was meant to emphasize the need for
choices, given the widely differing needs of
people with brain injury. One person might
indeed need to move through a series of
progressively more independent employment
services, for example. But another might
need only short-term help with job seeking
and interview preparation.

For the provider surveys done for this needs
assessment, the Task Force settled on larger
categories of services which were based on
broad areas of need. They felt with the finer
distinctions, there would be less agreement
on what the services really involved, espe-
cially since the service system specific to
people with brain injury is relatively undevel-
oped in lowa. Their list included the follow-

ing:

Medical services: This includes the initial
emergency system and hospitalization as
well as out patient services, and commu-
nity service referral

Therapy: OT/PT, Speech, behavior
therapy, cognitive therapy

e Educational services



Community living: Independent living
training, housing, respite, adult day care,
supported living, transportation

Employment services
Family or individual counseling

Case management

A focus group conducted for this needs
assessment, as well as a recent survey by
the Brain Injury Association of lowa suggests
two other components for the array:

Information and referral: People with
brain injury and their families need to
have a service to help them find needed
information and resources. This is a
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critical service that needs to be part of the
array. It is especially important to have at
the time of hospital discharge.

e Training/technical assistance: There is
little point in developing an array of ser-
vices, if the people working to provide
those supports are not familiar with the
special needs of people with brain injury.
As the main service providers for people
with brain injury, the family too needs to
be able to receive training and to take part
in training other service providers.

The next section will explore whether all the
components of this array are available in
lowa.



4.
Does lowa have the needed array
of services available in a coordinated
comprehensive, family-centered system?

Families are the humber one provider of services in lowa
for people with brain injury.
~Brain Injury Association of Jowa Fresident

We have literally no services available. There is no information source so that
people can even know what to ask for. The people that certified as brain injury
providers have one day of training. | mean, let's get real here.
~Rural County Service Coordinator

An appropriate array of services for lowans
with brain injury would include medical ser-
vices, therapies, individual and family coun-
seling, community living assistance (including
transportation), education services, and a
variety of supports for employment. To enable
people to use these services and supports,
you would also need advocacy and informa-
tion and referral services. Further, to insure
that the services met the special needs of
people with brain injuries, training is needed
for providers, including family members who
are currently, and probably always will be,
major providers of services and supports.

Is this array available in lowa?

Many survivors, family members and provid-
ers have answered this question with a firm
“No!” The consumer and provider telephone
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surveys were used to amplify this response,
as was a special focus group on service
funding attended by providers, state agency
representatives, consumers and family mem-
bers. In addition, we made use of lowa
Compass, a statewide information and refer-
ral service that annually surveys disability
programs on the populations they serve and
the specific services they provide. The pro-
vider survey done by the University of lowa
Injury Prevention Research Center, lowa
Department of Public Health and the
Governor’s Advisory Council on Head Injuries
(referred to as TBIRDS) is used, as well as a
survey of state agencies done as part of this
project (DeBoer 1998).

The information available suggests that
providers of the “array” of services do exist in
some form in lowa currently. The provider



surveys (lowa Compass, Hoyt-Mack and
TBIRDS) all ask this question: “Do you
provide service X to people with brain injury?”
If the provider answers “Yes we do” then they
are counted. Currently there is no other way
to assess whether a brain injury service
exists.

Interviews and anecdotal information suggest
that in fact very few of the services identified
are geared specifically to people with brain
injury. In Section Five we will also be looking
at the accessibility issue, which suggests that
funding, eligibility and geography play a
major role in making services truly acces-
sible.

The State System

The Code of lowa (225C.23) has recognized
brain injury as a distinct disability in the law
as follows: The Department of Human Ser-
vices, the lowa Department of Public Health,
The Department of Education and its Divi-
sions of Special Education and Vocational
Rehabilitation Services, the Department of
Human Rights and its division for persons
with disabilities, the Department for the Blind,
and all other state agencies which serve
persons with brain injuries shall recognize
brain injury as a distinct disability and shall
identify those persons with brain injury
among the persons served by the state
agency,.

There is a beginning structure for statewide
coordination of services for people with brain
injury in lowa. The lowa Department of
Public Health has been designated the lead
agency for brain injury. lowa has a brain
injury registry where hospitals are required to
report all hospitalizations related to brain
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injuries. This is part of the state trauma regis-
try and TBIs are identified through Interna-
tional Classification of Diseases-9th Edition
(ICD9) codes.

The lowa Advisory Council on Head Injury
was formed in 1989. It is located in the lowa
Department of Public Health and has 18
voting members as well as ex-officio repre-
sentatives from other departments in state
government. The members are appointed by
the Governor and include survivors, family
members, advocacy organizations and pro-
viders. The Council has two standing task
forces, one focused on services and the other
focused on prevention, awareness and legis-
lation.

There is currently a Medicaid Home and
Community Based Waiver in lowa for indi-
viduals with TBI. In 1998 it will serve 60
individuals who have been in institutional
settings and will be expanded to 72 in 1999.

Are the services there?

In the telephone survey of consumers, 50%
sustained their injury over ten years ago.
Consumers were asked to name services
they received, rather than choose from a list
of services. Most of the respondents (87%)
named at least one service that they were
currently receiving. About one-fourth (24%)
named just one provider, 14 percent named
two, 18 percent named three, 9 percent
named four, 9 percent named five, and 12
percent named six. Respondents named an
average of 2.6 service providers.

Twelve percent of the respondents only
named a support group or groups as service
providers. Combined with the 13 percent



who did not name any services, a total of
one-fourth of the TBI survivors do not report
getting assistance from a formal service
provider.

Not surprisingly, given that the study used
support groups to recruit a portion of the
sample, the most frequently mentioned type
of service was a support group (29% of all
services mentioned). While this may not be
officially recognized as a service by some, it
is what survivors and their families thought of
most as a service.

The next most frequently mentioned service
was disability/SSI payments, 16% mentioning
this. Some providers would not see this as a
service, but it is what came to mind for many
consumer and family respondents. Other
services mentioned ranged from very general
assistance to specific local facilities. No
single type of service represented more than
five percent of the named services. There
were examples of each of the service “array”
categories in their responses. In the Life After
Head Injury survey (Schootman 1998), which
surveyed consumers a year to a year and a
half away from injuries, respondents chose
from a list of services. Given how recent their
injuries were, it is predictable that various
rehabilitation therapies were the most com-
monly used services.

Two surveys were used in assessing the
existence of the service “array” elements in
lowa: The IOWA COMPASS survey and the
TBIRDS. The TBIRDS survey sent question-
naires to 299 providers. There were 156
surveys returned, 90 of which said they had
brain injury programs. On the TBIRDS sur-
vey, some 90 possible services to people with
brain injury were included as choices.
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The IOWA COMPASS computerized list
reports 120 programs that serve people with
brain injury, from a data base of disability
related entries. This list did not include the 16
AEA head injury teams and 99 Department of
Human Services offices in the state. Only
seven of these programs report being specifi-
cally for people with brain injury, as opposed
to including people with brain injury along
with other people with disabilities.

Therapy

In the telephone survey, 73% of the respon-
dents received some kind of therapy, with
physical therapy and speech therapy being
the most common. In the Life After Head
Injury survey of recently injured survivors,
35% reported receiving physical therapy,
18% reported receiving occupational therapy
and 15% reported receiving speech therapy.

The provider survey done by IDPH shows
speech therapy being offered by over half the
programs listing people with brain injury as
clients, the most often mentioned service of
any in the list of 90 some categories. Forty-
seven programs mentioned physical therapy
and 41 mention occupational therapy.

IOWA COMPASS lists 29 agencies offering

specialized therapies for people with brain
injuries.

Education

A free appropriate education is offered to all
lowa students until age 22, including those
with brain injuries. lowa has adopted non-
categorical special education, so children are



no longer given a label in order to receive
services. The 15 Area Education Agencies
which provide the special education services
to local school districts each have a brain
injury team that consults with the schools on
students with brain injuries.

While lowa’s universities and community
colleges do not appear on any of the survey
lists, many now have special offices for
students with disabilities and special pro-
grams to assist students with learning dis-
abilities. Some of these programs are cer-
tainly serving people with brain injuries.

Employment

A third of the respondents in the TBIRDS
provider survey report providing job coaching
and job training. Twenty-eight percent report
providing supported employment services,
and 16% reported providing sheltered work.

The Life After Head Injury consumer survey
shows 7% received vocational assessments
in the year following their injury, and 3 %
received job training.

Community Living

In the TBIRDS provider survey, half reported
providing independent living skills training,
11% reported providing chore services in the
community, and 10% reported providing
personal assistance in the community. Ten
percent reported providing supported com-
munity living and 5% reported providing
transitional living services. Transportation is
an important service for people living in the
community, especially in rural areas. Seven-

25

teen percent of the TBIRDS providers re-
ported providing driver evaluation and driver
training programs, and another 25% reported
providing transportation services.

Counseling

Eighteen percent of the programs surveyed
for the TBIRDS survey reported providing
outpatient family counseling related to brain
injury, and 20% reported providing out patient
individual counseling. The IOWA COMPASS
database lists 18 agencies providing counsel-
ing to people with brain injury. The Mental
Health Centers of lowa are a resource avail-
able to all lowa communities, but they are
extremely overburdened. In addition, as one
provider explained “We're looking at the
experience and the ability of the therapist to
deal specifically with brain injury. If I had
5000 therapists in my county, I'd be surprised
if I had two who had any experience with
people with brain injury.”

In the Life After Head Injury survey, 14.2% of
the respondents reported receiving psycho-
logical counseling and 5% reported receiving
family counseling.

Case Management

To quote one lowa provider, “Case manage-
ment is a term that gets used and abused.
Everybody has case managers. Pizza Hut
has case managers!” Case management is a
broad term that today often includes the role
of carrying out cost management efforts. But
the focus group on service funding defined it
in family terms: It's not case management like
happens at an HMO, but its having some-



body to help you weave your way through the
system, and that usually today falls on family
and friends.

The only case management required in the
state for people with brain injury is part of the
Medicaid HCBS Brain Injury Waiver which is
now only for 60 consumers. Doing case
management with people with brain injury is a
different experience, according to one person
involved with the waiver program.
“l had two case managers tell me that
their clients with brain injury were really
forcing them to individualize much more
than their consumers with mental retarda-
tion were. | think part of it was because
these folks are adults who remember
what they used to be like and have high
expectations. They’re not going to say
OK, just fit me into a program someplace
and I'll go on there for infinity.”

In the TBIRDS provider survey, almost half of
the 90 respondents said that they supplied
case management services. IOWA COM-
PASS lists 9 agencies that say they provide
case management services to people with
brain injury.

Case management is available for individuals
who are eligible for services under other
diagnoses such as developmental disabilities
or mental retardation if they qualify. Voca-
tional Rehabilitation has case management
available to any individual who receives VR
services, regardless of the disability.

Training

There is a growing awareness that training is
the cornerstone of improving services for
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people with brain injury in lowa. “It can’t be
one day training,” says a county human
services coordinator. “And it's constant staff
development because the brain injury from
mild to severe, its so specific to the individual
that it can’t be categorized. It’s totally differ-
ent rehabilitation from what most providers
know.”

The Brain Injury Association of lowa sponsors
two conferences per year for individuals,
family members or professionals, and there
are typically two additional conferences a
year that are specifically targeted for families
and individuals with brain injury that are
sponsored by the association or its chapters.

The Medicaid brain injury waiver program is
the only service in lowa where there is man-
dated training to become a provider for
people with brain injury. Vocational Rehabili-
tation and the Department of Education have
brain injury training offered, but it is not man-
dated. The lowa University Affiliated Program
has presented three well attended sessions
(over 100 average attendees) on brain injury
over the lowa Communications Network and
is planning a series for the upcoming year.

Information and Referral

Information and referral is an essential part of
the service delivery system. The words of a
parent at the funding focus group describe
the need for information and referral services:
I am a parent of a nineteen-year-old who
had a severe trauma to the head last year
following a car accident. We didn’t know
where to turn or who to talk to. | see all of
you government officials here today and |
am absolutely amazed that there are so



many people out there who are supposed
to be taking care of problems. So far we
have found that the system always works
against us.

The telephone survey of survivors shows
information about services came from a
variety of sources. The three most frequently
named were case managers or social work-
ers (18%), support groups (17%), and doctor
or specialist (14%). Other sources included
family members, mass media, self, and word
of mouth.

In the TBIRDS provider survey, 33% of the

programs report providing information, and
45% report providing referral services.

Advocacy

At the state level, lowa has a statewide
Advisory Council on Head Injury funded by
the legislature and designated in the Code of
lowa. The Brain Injury Association of lowa
was founded in 1980 as the second charter
chapter of the National Brain Injury Associa-
tion. They were active in creating the Advi-
sory Council and the Brain Injury Registry,
and in gaining the recognition of brain injury
as a separate disability in the Code of lowa.
They were also active in developing the
Medicaid HCBS brain injury waiver. lowa also
has a number of cross disability groups that
include people with brain injury in their advo-
cacy efforts.
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Are the services provided
in a coordinated and family-
centered manner?

In the every day lives of people with brain
injury and their families, coordinated and
family centered services are available spo-
radically, not as a system wide effort. This will
become clearer in Section 5 on accessibility,
where funding and eligibility issues and the
unique delivery problems in this still very rural
state will be explored.

Exploring the issue of coordination, the Hoyt-
Mack telephone survey found that just under
one-half of the respondents (48%) said that
their service providers communicate effec-
tively with each other. About one-fourth
(24%) disagreed. The remainder had no
opinion or does not get services from multiple
providers. Some examples of comments
were:

Didn’t work together at all

Don’t communicate with county- county
doesn’t give out resources

Further away from immediate crisis the
communication broke down

JPTA and Voc Rehab wanted to do the
same testing

Therapist and PT each do own part, but
really don’t communicate with each other
They don't talk to each other, are indepen-
dent

When asked who is responsible for keeping
all the different providers informed about
what is going on, over one half (56%) of the
survivors said it was themselves or a family
member. About 20 percent named a case
manager or social worker.



Are the existing services
really for people with brain
injury?

Like any part of the human service industry,
services for people with brain injury will
develop around funding. This is a serious
issue in describing brain injury services in
lowa. Except for the recent Medicaid HCBS
brain injury waiver, there are no designated
funding streams for brain injury. The focus
group on funding issues for this project dis-
cussed the problem of having people with
brain injury served in a system set up for
people with mental retardation and develop-
mental disabilities.

As one provider said:

I think it's completely ignorant to have all
our brain injury programming in the state
of lowa revolve around programming for
people with mental retardation because
that has been a mandated population by
lowa code that’s been placed on the
counties to fund. We have tried to gray
every other definition and put them into

existing mental retardation programming.

Our chronically mentally ill get program-
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ming for people with mental retardation
too. It is totally inadequate.

Another provider noted:
What you have is every mom and pop
nursing home saying ‘I'll provide brain
injury services’. We do a lot of work with
South Dakota and it’s fortunate for them
now that they have somebody there
saying ‘No way, it ain’t gonna’ happen. It's
not going to be mental retardation, it's not
nursing homes, it’'s not mental illness. It’s
going to be for brain injury.’

While it is possible to identify resources in
lowa that fall under the service categories
considered important for people with brain
injury, it is also clear that the resources are
often not there or are hidden and that after
acute care, few programs are responding to
the specific needs of people with brain injury.
This is born out by the Hoyt-Mack provider
survey, which shows TBI clients but few TBI
targeted services.

In Section 5, we will explore the funding,
program eligibility and geographic factors in
lowa that make accessibility of services a
problem for many people with brain injury.



5.

|s the array of services accessible
to survivors and their families?

You've put your finger righ'f on the Prob/em. This is what we experienced.
You run from one P/ace to another one and no one is
responsible. I+'s always the other place.

Family Member

Everybody needs to get what 'I'hey need because

'I'hey need it, not because 'I'hey

have a certain label.

Education Consultant for Brain Injury

Section 4 explored whether the components
of the service array for people with brain
injury exist in lowa. This section asks: Are
survivors and their families eligible for those
services? Can they pay for them? Can they
get to them?

Funding, geography, and a historical lack of
services to lowans with brain injury all make
accessibility a major problem for survivors
and families. It is difficult to sort out the
influence of eligibility, funding and geography.

But both providers and consumers report that

all of these factors seem to work together
against easy access for survivors and their
families.

In the telephone survey of consumers, the
reasons given for not accessing needed
services varied. Forty-two percent of the
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consumers said the services were not avail-
able locally, and 35% said they didn’t have
the funds to pay for services. Sample com-
ments from the survey show how the issues
of eligibility, funding and geography blend
together:

Not available in area

Maintaining improvements in range of
motion not covered by insurance

Not available in the area

Didn’t know what was available, school
refused assistance

Hard to find lots of activities for him to do
They live outside of county line for bus
transportation

No real help in town she’s in, and can’t
drive

Don't provide to people over 21

Doesn’t know what available

No money



e Cost and logistics of getting him to these
places
e Transportation

A long time provider in a state agency sum-

marized the situation at the focus group on

funding:
I've worked with programs serving per-
sons with disabilities and funding ser-
vices for persons with disabilities for
probably more than twenty years now.
I've seen some developments and im-
provements in funding for some popula-
tions of persons. | would have to say
frankly | haven’t seen much improvement
in the funding of services for persons with
brain injury over that period of time. |
think that the state and the county are
basically passing the ball back and forth
and neither is willing to say “Yep, it's my
ball.” | think people with brain injury are
one of those populations that have been
kind of ignored.

lowa’'s Unique County System

lowa is different from most states in the way it
pays for services used by people with dis-
abilities. Most of these services for adults
(such as group homes and supported em-
ployment) are paid for with a combination of
federal and county funds, not state funds as
in other states. lowa is first among all states
in county contributions to services for adults
with mental illness, mental retardation and
developmental disabilities.

Figure 11

State contributions
to community programs in lowa: 1992

State

24%

County
76%

Figure 12

U.S. average state contributions
to community programs: 1992

Local

38%

State
62%
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lowa law requires counties to pay for services

for people with mental retardation and for
institutional services for people with mental
illness. In fact, traditionally counties have
paid for many more services. However, when
budgets are limited, the first services to be
cut out are those that counties pay for volun-
tarily, and this includes services for people
with brain injury.




In the last ten years, county mental health
services (which includes mental retardation
and developmental disabilities) has assumed
a larger and larger proportion of the county
budgets, until it is now the second largest
budget category. At the same time, a state
property tax freeze has limited-growth in
these county budgets.

Under recent legislation, each of lowa’s 99
counties is now required to submit an annual
plan for who will be served and what services
will be available to them. In the current plans,
24 counties specifically exclude people with
traumatic brain injury from eligibility for ser-
vices. Ten county plans “grandfather” in
existing recipients with brain injury, but will
not serve new consumers with brain injury.
Nine counties include people with brain injury
in their eligibility in some form, six through the
new Bl waiver. People who had their injury
before age 22 may meet the developmental
disabilities criteria for services in those coun-
ties where that population is included in the
eligibility criteria.

The exclusion of people with brain injury from
the eligibility for county funded services is
part of the ongoing battle over state and
county contributions to services. Many of the
county plans specifically refer to the need for
brain injury funding with phrases such as the
following: The county recognizes the needs
of persons with brain injury. However, until
the State of lowa provides 100% funding to
meet these needs, the county is unable to
fund services for this population.

The unbalanced pressure on county budgets
to improve the scope and quality of services
provided is well recognized. A county human
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services coordinator provides a description:
Expectations of county funding are ludi-
crous. We don’t have the money to meet
the needs of the mandated categories we
have now. One of my counties has the
smallest mental health budget in the
world, it's $350,000. There’s a young man
we’ve become liable for who is severely
disabled and his care is going to cost
$35,000 a year. That's 10% of our budget!

The variations in the county plans creates a
complicated situation for survivors, when
services vary from county to county and a
move can mean lost services. It also causes
complexities for providers, as described:
Being a provider, we serve people out of
five different states in our facility right
now. And | want to tell you that lowa’s
definitely the toughest state to work with
because of all the different county plans.

There are also those who feel that the local
county control has the benefit of bringing
decisions closer to home and making them
more individualized. Especially in smaller
counties, people with disabilities may know
one of the three to five supervisors person-
ally. Two county human services coordinators
at the funding focus group agreed:
When we talk about people that suffer
traumatic brain injury, we’re not talking
about a case file or a statistics. I'm talking
about the person that I'm sitting with on
the couch. I'm talking about the employee
yesterday who asked for unscheduled
leave to baby-sit for a family whose four-
year-old was hospitalized for an inoper-
able brain tumor. It becomes so personal
for us because this is our community.



There are a lot of inherent problems in
having a system with as much flexibility as
you have with 99 different county plans,
but the feedback that we get from the
community and our quality assurance
measures say we’re doing a good job.

The Medicaid HCBS brain injury waiver is
currently the only funding available specifi-
cally for people with brain injury. The
nonfederal match for persons 18 and over is
the responsibility of the county of legal settle-
ment; /F the county has designated slots for
the brain injury waiver in their county man-
agement plan.

An added complexity in funding for people
with brain injury in lowa is the issue of the
county of legal settlement. Medicaid funded
services are determined by the county of
legal settlement. If a person with a brain
injury moves within lowa, funding responsi-
bilities stay with the original county of legal
settlement. A person moving to lowa after a
brain injury does not have a county of legal
settlement and becomes the responsibility of
either the original state or becomes the
responsibility of the state of lowa. Conflicts
over these responsibilities can turn the per-
son with a brain injury who moves into a
funding “hot potato,” adding to the problems
of service access.

The conflict over state and county contribu-
tions is not the only “ball tossing” that affects
service eligibility for people with brain injury. A
family member says:
I mentioned the county and state handing
the ball back and forth the person who is
brain injured. But there is some of that
between Medicaid and the schools too,
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drawing a line between what is medical
and what is educational. | think there are
kids who fall through the cracks. Neither
side is willing to pick up the whole ball.

An educator suggests a non-categorical

approach to service eligibility:
The school system in lowa no longer
requires a child have a label in order to
get services. We look at the needs that
children have and try to match those
needs with funding and what we can
provide. | think if we can do it at the
school level, we should be able to do it at
the adult level as well.

Funding

In the case of some disabilities, there is often
the argument that it is not the amount of
money that is the issue in improving services,
but the efficient use of funding— less duplica-
tion, more coordination. In the case of ser-
vices to people with brain injury, this is not
the case. The beginning issue seems to be
fundamentally about quantity. “I guess | don’t
want to give the impression that there is
sufficient support, sufficient money, and its
just being distributed inefficiently,” says one
provider. “With brain injury, there is insuffi-
cient resources, first and foremost.”

The Life after Head Injury survey and the
telephone survey both give a picture of the
financial resources being used for services
for people with brain injury. The Life After
Head Injury survey showed some 15% of the
respondents did not have health care cover-
age a year after their injury. Sixty-five percent
reported having private health insurance and



only 11 % report being on Medicaid. Eleven
percent reported being unable to see a doctor
because of cost. This varied little across
severity of disability.

In the telephone consumer survey, using a
group averaging 10 years post injury, 16% of
the respondents report SSI as being one of
the services that they received. The majority
of the services they report using were either
free, such as the support groups, or provided
with public funding (e.g., SSI disability).
About 8 percent of the services are paid for
solely with private insurance funds, and 6
percent are paid for with private funds. Ap-
proximately another 6 percent use sliding fee
arrangements, with the survivor paying some
portion along with either insurance or private
funds.

The difference in responses between the Life
After Head Injury survey and the telephone
survey confirms comments about funding
made in the funding focus group, namely that
funding for immediate post injury services are
often available, especially if private insurance
is available. As one provider described in the
focus group:
| think that somebody mentioned that
there is probably a lot of money spent on
a person with brain injury right up front,
you know, at the time of the injury. Insur-
ance companies, Medicaid. Everybody’s
dumping money into that. It’s just that with
brain injury, after that it just drops off like
going over a cliff.
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The funding focus group spent part of its time
together outlining funding resources for the
array of services identified for this project.
The list, shown in Table 1 below seems
substantial. However, the creators cautioned
that it is deceptive. A provider looking at the
list observed:
OK, we’ve probably got 20 things listed.
Every single one of them has inadequate
resources to provide the care. They all
have their own guidelines that they have
to meet, so imagine a 30-page applica-
tion. Take something as simple as getting
help for someone who needs to relearn
how to cook a meal. We might have to
access four or five of these funding
sources, for transportation, some in home
services. What if there were four life
domains involved? We'd have sixteen
funding sources and each one has a 30
page application. What do you think the
chances are of that person ever learning
to cook a meal?

It appears from this long list that there’s a
lot of money out there for brain injury, and
there’s not. It’s a little bit in a few places. It
is going to require a new source of fund-
ing and that’s all there is to it.
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Table 1: Sources of funding for service array for lowans with Brain Injury

(In some cases the agency/program is also the provicer of the service)

Developed by focus group on funding issues, June 16, 1998

CHILDREN

ADULTS (over 21)

ELDERLY (over 65)

Medical Services

Medicaid/Title X (Extensive
for children, covers more
than with adults); EPSDT..
no limits but income; self-
pay private insurance;
charity (hospital wite-offs);
family; county general
assistance (Crisis)

Medicaid-Title XX (but more
restricted than for children);
private insurance; self-pay;
family; county general
assistance

Medicaid; Medicare;
Commission for the Blind;
private insurance; self-pay;
family; county general
assistance; charity

Therapy
(PT/OT/Speech)

AEA:s if necessary for
education; Medicaid,
Medicare (rehab for period of
time); Private insurance
(usually underinsured for
therapies); family; self-pay

Medicaid; private insurance;
self-pay; family

Medicaid; Medicare; self-
pay; family

Education

Public education mandated
to 21 (many
students/families don’t know
this and matriculate at 18)

DVRS can help pay for
college for eligible client with
plan and vocational goals;
family; self-pay; private
organization scholarships




Ge

CHLDREN ADULTS (over 21) HDERLY (over 65
Inhome/resdential
SSISSA (rigorous qudlifications)| SSISSA; county; Couty Care | Area Agencies on Aging;
Department of Pubdic hedlth Fecilities; homeless shelters; Medicare
Homemeker Health Aid grant [ prisons; families; Home Heelth Aid
(Sliding scae); Family Suppart | grant; Persondl Assistant Senices
Subsidy (state program, waiting |moodel program (only afew
list); Bl Waiver courties; BRWaiver; families;
Mental Hedlth Institutes
Trangoortation
Schod; families Medicad (for medical visits); Medicare; county transit;
charity; peratransit (county; Area Agency on Aging;
families; sdlf families; sdlf
Independert Living
Bl waiver; County; Voc Rehal;
Independent Living Certers
(Federal) United Way; charity
Equipment and Assdive
Tedndogy

Some through education; Bl
viai\er; charity (Lions); family;
IPAT loans

Bl waiwer; Medicare, Medicaid;
Independent Living Centers;
charity; DVRS; PASS plans
(DVRS); VA; county—{when there

IS no ather funding), IPAT loans




o€

CHLOREN ADULTS (over 21) HDERLY (over 65
\ocational
Schodsto 21 Voc Rehal; VA Dept. for the
Blind, courty; Bl waier;
famlies; enpoyers; PASS
pars; IRVE
Counseling
Schods Conmrunity Mentdl Hedlthy
privete ins (limts) Medcad; Bl
Wa\er; EAP, family; seif
Cas= Management
Fed/State Medicaid, Bl Waiver; | Fed/Gounty; Bl Waiver; family;  |Fed, Bder Affarrs; family ad
family sdif fiends
Advocacy

PE Gomection;, Brain Injury
Associgion of lone; State
Advsary Counall on Heed
Inury; Det. of Humen Rgis;
DD Gouncil; lonaPand A
League of Humen Digrity; ILG
Dept. of Pudic Hedlthy DHS;
family; fiends

Bl Wa\er; Brain Inury
associdion o long; State
Advsary Counall on Heed Inury;
Deat. of Huimen Rghts; DD
Coucll; lonaPad A Leage
o Huren Dgnity; ILC Dept. of
Pudic Hedlthy DHS; family;
fnends; Vioc Reheb

Area Agercy onAgng




Geography

An individual’s county of residence makes a
difference in access to services because of
the county funding system already discussed.
In addition to limitations to service access
imposed by the funding system structure,
access to services is also impacted by prob-
lems associated with service provision in a
rural state. Sixty percent of lowans are living
outside a metropolitan area, according to the
1992 census, making lowa one of the top ten
rural states. lowa ranks 44™ in the number of
physicians per 100,000 population, a statistic
that under-represents the scarcity of physi-
cians in rural areas. On the other hand, lowa
is over the national average on number of
motor vehicle accidents per mile traveled. In
the TBIRDS review of rehabilitation facilities,
50% of the counties in the state had NO
services identifying themselves as being for
people with brain injury. In the telephone
survey, consumers reported most of the
services are accessed in the same commu-
nity or within five miles of the survivor’'s home
(75%). Another 12% say they go from 6 to
24 miles, 10 percent from 25 to 100 miles,
and 3 percent travel more than 100 miles
away. The longest distances are associated
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with obtaining services at very specialized
facilities. Having to drive at least moderate
distances is more typical of rural residents.
The difference between rural and urban
populations in the time it takes to transport a
crash victim with TBI to the hospital was
covered in Section 1.

Summary

Issues of accessibility involve the connected
issues of eligibility criteria, funding and geog-
raphy. The relative weight of these factors is
difficult to sort out, and they blend in turn with
issues about the availability of services that
are specifically designed for people with brain
injury. As one provider explains:

You've got three issues as far as I'm

concerned: You've got funding issues,

you’ve got delivery issues, and you've

got training and expertise issues.

None of these issues are being ad-

dressed for lowans with brain injury.

Section 6 will look at how lowa survivors and
their families have described their experi-
ences with the service system, and their own
views of unmet needs.



6.

|s the system meeting the needs
of survivors and their families?

I+'s hard to say what | need. Just more help. More options. More choices.
~lowan with a brain injury

We need someone to he//o with all the problems that someone
with a brain injury has, rather than just putting us aside.
—/‘-C/m//)/meméer

With eligibility, funding, and geographical
problems all influencing accessibility to ser-
vices for people with brain injury, it is no
surprise that survivors and their families can
identify unmet needs.

It is the strong consensus of survivors, family
members and providers that after hospitaliza-
tion and immediate rehabilitation, there is, for
all practical purposes, no system of care.

Needed

services

The Life After Head Injury (Schootman, 1998)
survey and the consumer telephone survey
asked participants to identify services they
felt they needed but could not get. In the Life
After Head Injury survey, 22% of persons with
traumatic brain injury indicated that they
should have received services but did not.
The most frequently mentioned services
needed were physical therapy, psychological
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counseling and family counseling. Sixteen
percent of those who sustained mild trau-
matic brain injury stated that more services
were needed while 42.8 percent of those with
severe traumatic brain injury reported need-
ing more services. The top three services
named by those who sustained mild trau-
matic brain injury were physical therapy,
memory therapy and psychological counsel-
ing. Memory therapy was the most frequently

Figure 13 Services that should have ben received but were
not by injury severity*
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Psychol. counseling

Memory therapy
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Physical therapy 16.3

Psychol. counseling 16.3
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* Persons with moderate TBIs not included due to small sample size




mentioned service needed for those with
severe brain injury. Family counseling, physi-
cal therapy, and psychological counseling
were also mentioned frequently.

In the telephone interviews, which consisted
of more long term survivors, a little over two-
thirds (68%) of the survivors indicated that
there were services that they needed but
were not getting. Thirty-six percent of the
needed services identified were supports for
community living, including transportation.
Over half the responses in this community
living category were needs for recreation and
social opportunities for people with brain
injury, not the more traditional supported
living services. Respite services for families
made up about 20 percent of this group as
well. Sample comments from the survey
include:

Someone to help in the house. It’s just too
much for one person

We need transportation. We're 2 and a
half miles outside Woodbury county
where his other services are and he can't
get bus services to our home

| need a social life, somewhere to go
Need activities and social opportunities
Organized recreational opportunities

The family has all the burden. Need a
break once in a while

Need a life outside of medical stuff

Therapies, including occupational therapy,
physical therapy, speech therapy and coun-
seling services each made up 15% of the
identified needed services. Specific services
mentioned included:

Psych services and counseling for family
Stress management. Anything out of the
norm is stressful
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e Psychiatric help
Physical therapy, at least | time per week

Private pay speech

The Brain Injury Association of lowa recently
did a survey (BIA-IA, 1998) of their member-
ship. One of the questions involved identify-
ing their top needs, as survivors or family
members. Of the 59 respondents, 23% put
counseling down as one of their top three
needs, 20% included community living topics
in their top needs. Training was also identified
as a need by 20%. Educational issues fol-
lowed with 16%. Sample responses included:
Services to get survivors back into com-
munity living post intensive care
Additional services in the community.

A person to talk with

Training—families don’t fully understand
the characteristics of people with brain
injury

Increasing funds available for education
and associates in schools to assist stu-
dents with brain injuries

A recent study (Deason, 1994) looked at the
relationship between family stress and the
lack of services for persons with brain injury
in central lowa. In telephone interviews with
45 family members, twenty percent felt they
did not have good support from the Depart-
ment of Human Services in their manage-
ment of their family member with brain injury,
while 53% were undecided. Regarding resi-
dential services, 86% strongly agreed that
there needed to be more residential options.
Ninety-three percent felt there needed to be
more vocational services, and 92% felt there
needed to be more social activities. About
half of the survivors were at home during the
day and the other half were not. Deason’s
work showed that this factor alone did not



account for stress reported in a family’s life.
Deason work also showed that three times as
many of the caretakers were women as were
men.

Information and Referral

The telephone survey asked specific ques-
tions about information and referral services.
One person interviewed referred to informa-
tion and referral as “help finding out what
help we can get.” Just over one-half (53%) of
the respondents reported having trouble
getting information about where to get ser-
vices or help: not knowing where to begin
looking, lack of coordination, lack of knowl-
edge about services among providers, and
lack of post-hospital information. Some
examples of responses:

When first injured, neurologist was not
very knowledgeable about services
Frustrated early on trying to work with the
system and bureaucracy

Services for TBIs are not coordinated
Head-injury association send out newslet-
ter, but is not services or resource ori-
ented

Would have been easier if she were a
child

Not a lot of services locally, information
about services stopped when left the
hospital

Does not know where to look into services
for certain needs

No center for information

No one contacted them after accident
Different people gave different recommen-
dations, hard to know where to go

Has no idea of who to turn to
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In the beginning was worse, few things
available

Had no idea where to look

Information from the hospital was too
soon, family was overwhelmed

Training

While training in brain injury is not always a
service directed to families and survivors, it
surfaces repeatedly throughout this report as
one of the keys to improving lowa’s service
system: There is an overall lack of service
providers with an understanding and specific
expertise in working with individuals with
brain injury. The providers surveyed by tele-
phone typically noted that their services were
not specifically targeted to survivors of trau-
matic brain injury. In effect, many offer ser-
vices that persons with TBI need but don’t
have specialized knowledge of issues such
as the coordination of services for survivors.

As part of this project, the lowa University
Affiliated Program conducted a postcard
survey to identify the most needed training
topics. Over 100 professionals responded to
the survey. The mailing list consisted of a
variety of professionals involved with stu-
dents with brain injury, including school
nurses and the Area Education Resource
teams. Sixty percent of the respondents
included behavior issues in brain injury as
one of their top three topics. Educational
strategies for students with brain injury was
named by 42% of the survey respondents.
About 30% of the respondents included
visual/perceptual problems in brain injury,
family issues and concussions in sports.



The lowa Department of Education’s consult-
ant on brain injury recently surveyed the
fifteen Area Education Brain Injury teams in
lowa. They were asked about training needs
for the teams specifically, and then also about
needs for the classroom teachers and para-
educators who will be working with students
with brain injury. The AEAs reported some of
the following needs:

For the teams:

e A packet or training package for educators
that we could use when we inservice
teachers

e Yearly update of skills and contact with
experts in the field

e Information on new meds for immediate
post- injury

e Suggestions for evaluating students for
placement

e When kids have been in services for
several years, we need maintenance
support for families and teachers who see
little improvement in the kids

e More information on home services for
families and financial services, and coun-
seling for families

e Continuing need for functional assess-
ment for BI kids

e Medical concerns on reentry.

e Preparing for reentry

For general education teachers:

e More information on how these students
differ from typical LD or MD

e More training on how to implement modifi-
cations in school

e Overview of teaching strategies and
behavior management

e Video of basic information needed...

e Training isn’'t useful without a specific
student in the classroom...the information
wouldn’t generalize

e Training on functional behavior analysis

e Basics on brain injury

e 504 accommodations and brain injury

e Managing students with brain injury in
regular ed classroom

e How to tell brain injury related behavior
from age normal behavior

The survey also asked the teams to assess

how well the schools are meeting the needs

of students with re-entry into schools:

e The teams themselves are a strength in
terms of educations response

e The teams have helped teachers be
willing to accept the students back into the
schools, because they won'’t be alone

e There is a good relationship between
hospital rehabilitation and the brain injury
teams

e Non labeling means we can have a flex-
ible approach and mix general ed with
special ed

The survey also asked about how the AEAs

can better meet the needs of families:

e There is nothing written in an IEP as to
how parents and or families will receive
support. Should there be? And if so how?
What services or supports should be
suggested to families?

e If parents do not want help, but it is clear
that help is needed for the student with a
brain injury to progress, what should be
done?

e Do we have any role with students who
have a brain injured parent or sibling?

e We need more time for follow up with
families



e Find a way to make sure families know
about brain injury teams before the child
leaves the hospital

It would be good to have special training
in how to help families

We should have support groups for both
students with brain injuries, and also the

parents of the students with brain injuries

Best and Worst Experiences

While specific unmet needs and system wide
needs have both been identified here, it is
important to note that positive experiences
with services are also part of the lives of
survivors and their families. In the telephone
survey, nearly all of the respondents (92%)
could name a positive experience with some
service. The comments provided often focus
on comments about a particular provider or
program that made a difference. Some
examples follow:

The resource room and the special edu-
cation teachers—itis 1 on 1
Occupational therapist was very helpful
and gave us good tips for practical daily
activities

Agency provided companionship and help
with some tasks of daily living (but was
grant funded and got cut)

Vocational Rehabilitation, they offered to
help when others would not

Evaluation by neuropsychologist was very
helpful in letting them know what their
situation was

Medicare has paid bills

Speech therapists, very knowledgeable
about injury and have given family the
most encouragement
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e County supervisors were very willing to do
what they could

e The kindness of people

Three-fourths (75%) of the respondents in the
Hoyt-Mack telephone survey could also
identify a “worst” service experience. Just as
the best experiences were very individual-
ized, so were the worst experiences. Indeed,
it is interesting to note that some of the same
services, or types of services, appear on both
lists. Some examples of the worst experi-
ences refer to the eligibility and funding
iIssues that have been covered in other sec-
tions:

Fell through the cracks in the beginning,
had to pay all of the bills

Program failed to follow through with
promises, kicked out when behavioral
problems, rather than working on them
Waited for over 2 years for Title 19 bed for
brain injured program in ICF

No speech or physical therapy in ICF

As soon as insurance ran out, people less
willing to help

Trouble with respite care, difficult to get
SSI —took 10 years. Penalized because
a housewife which did not count as em-
ployment

No follow-up after hospitalization
Insurance company is horrible to deal with
Bad experience in rehabilitation program,
went in sociable, came out withdrawn
Lack of local services

Some doctors closed-minded, treat as
textbook case

Did not find out about social security
services until had used all of personal
savings

No one her age in nursing homes

Had to leave state to get needed services



Funding will not let her move to facility for
disabled persons

Have been told to get a divorce, in order
to qualify for more funding

Early, problems were not recognized as
TBI, treated for mental health problems
Left hospital thinking things would be fine,
then no referrals

Some providers are condescending

Summary

In its conclusion, the telephone surveyors
asked consumers to add any additional
comments about the service system. It is
easy to find the unmet needs in these state-
ments.

On the array of services:

Treatment needs to be available through-
out the process, don't just need help right
when it happens, but when other changes
occur also..

No attendant care in the area. Thisis a
concern when family may no longer be
able to meet the care needs

Worried about care once parents can no
longer provide it..

More counseling services, especially
marital counseling for spouses of TBI

Information and referral:
Need someone in hospital to explain what
is going on and what is available
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Training:

Sometimes wish he had something physi-
cally wrong so others would understand
him better

At the time of injury, professionals did not
seem well-informed

Funding:

Main problem financing. lowa declined
because accident happened in another
state. Other state refused because he
was no longer a resident

There should be more funding for TBI
patients because it is not like just getting
over an operation, it is a lifetime ordeal
Hard to get services for people over age
21

The big systems issues in services appear in
the every day lives of survivors and families
as many small absences and frustrations.
The strongest unmet needs and frustrations
are not seen in the immediate crisis and
recovery after a brain injury. It is in the post-
acute period that survivors and families feel
the absence of a system. Therapy, counsel-
ing, and supports for community living could
offer concrete assistance and relief from the
isolation and responsibility that many families
and survivors experience.

Section 7 will offer a summary of the issues
that have been identified in the needs as-
sessment and the first state plan for address-
ing these needs.



What can be don

7
e

to improve lowa

services and supports for people
with brain injury and their families?

The lowa Plan for Brain Injury

Some things occur to us in life and they occur suddenly,
and we don't have any transition time. We don't have any preparation.
Brain injury is one of those things. And then people have to make a
connection between their life before the injury and after the injury.
~Brain injury consultant

In college it was great, because it seemed like...
It didn't seem like they were your teacher anymore, they were
more your friend. They were trying to learn as much as you because they
didn't understand brain injury, and | didn't understand the material.
Everybody worked together. | got my degree in retail and now | have a job.
~lowan with a brain injury

The lowa Plan for Brain Injury, developed by
The State Plan Task Force of the lowa Coun-
cil on Head Injuries, is lowa’s first official
answer to this section’s question.

People with brain injury have been referred to
as an emerging population. It is emerging
because the capacity to save people with
head trauma has improved dramatically. The
needs of people with brain injury cannot be
met through the established mental health or
mental retardation approach to services.
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The needs assessment has identified ways that
this systemic service problem can be ad-
dressed. The major points that have emerged
in the previous sections relate to family needs
for services and supports, eligibility require-
ments, funding issues, and training needs. But
a new service system has not yet developed
specifically for them. Thus, they are usually
served inappropriately or not at all.

The priorities identified by the State Plan
Task Force follow.



In the absence of a strong service system for
people with brain injury, families are the
primary service providers in lowa today. Even
with a more developed service system, this
would be true, as it is for other people with
disabilities, including the frail elderly. The
moral imperative of strengthening and sup-
porting families in this difficult work is also a
cost-effective approach to services. Families
and survivors are asking specifically for
therapy and counseling, information and
referral services and a varied array of help for
community living. In the bigger sense, what
they are asking for is not to be left alone in
their responsibilities.

Some argue that everything is about money.
There is general agreement that people with
brain injury need access to more service
funding. However, various groups with needs
compete for available funding from the gov-
ernment. To develop an accessible array of
services for people with brain injuries, a
combination of private, state. and federal,
funds need to be used.

There is general agreement that the county
system of funding adult services must be
changed, with the state taking over more
responsibility for that funding. Others have
suggested some new funding could come
from a “sin tax” on people arrested for drunk
driving, speeding, or not wearing a seat belt.
Since such a high proportion of traumatic
brain injury occurs as a result of motor ve-
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hicle crashes, this would be a reasonable
source for those funds.

Eligibility criteria for services for people with
traumatic brain injury include, but are not
limited to, the following: the age of the person
applying for services, their age when the
disability was incurred, diagnosis, degree of
disability, income, family income, county of
residence, state of residence, and access to
insurance. For families, it may seem at times
that eligibility is just a lot of different ways to
get a no, a different one at every agency or
source of funding.

Increasing lowa’s resource of providers who
are knowledgeable and experienced in the
area of brain injury is as important to service
improvement as the funding. There is
acknowledgement of this across agencies
and disciplines, as well as with the survivors
and families. Training needs to cover the
spectrum, from general information about
brain injury, its causes and consequences, to
technical disciplinary training.

Information and Referral

The need for information and direction to
resources is critically lacking, for survivors,
their family members and providers. Begin-
ning at the hospital, the family needs to know
where to turn for help and how to access the
currently limited services and funding that are
available.



Case Management/

Service Coordination

Case management services that are not
simply finance management and gatekeeping
were seen as a critical need for survivors and
their families. Currently only available in a
limited way for people with brain injury, this
area was seen as a key to life planning for
maximum level of rehabilitation and indepen-
dence.

Transportation

In this rural state, transportation is seen as a
critical element in accessing all other services
and in maintaining the maximum indepen-
dence possible. While a few urban areas
have fully developed transit systems, much of
the state depends on a relatively sparse and
inflexible system of public transit.

Access to a range of supported housing op-
tions, from total independence to age appro-
priate community based supervised living, has
been identified as a serious missing link for
people with brain injury. There are few op-
tions for an adult with a brain injury, between
nursing home care and living with the family.

Employment

A range of support services related to em-
ployment have come of age for people with
other kinds of disabilities. But the system is
not yet responding effectively to the unique
needs of adults with brain injuries who need
help in accessing and maintaining employ-
ment.
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THE PLAN

With these areas of focus in mind, the State
Plan Task Force spent two days together
outlining a response for lowa in addressing
these concerns. The task force developed
the following areas of special focus.

Increase funding for persons with
brain injury across the continuum
of care.

Rationale: The needs assessment clearly
indicates that funding that people with brain
injury are able to access is practically nonex-
istent. Public understanding of this disability
was seen as the staring point for funding
advocacy.

Year 1

Promote recognition of brain injury

as a disability

Increase media coverage

Agree on a single definition

of brain injury

Gather, compile, and agree on the inter-
pretation of baseline data

Decide what we are requesting

Define a model system

Decide on a core set of services for
model system

Assign a dollar amount on a core set
of services

Develop source of funding for long-term
services and identify legislative processes
for implementing the system

Review and agree upon model
system of care

Coordinate with Brain Injury



Association and other interested
groups and reach agreement

Other suggestions from the Task Force

m Examine the possibility of target funding
based on prevalence

m  Fund services linking with standard of
care levels

m Review availability of funding from third-
party payers

= Review utilization of e-codes for data
collection and tracking purposes

m Investigate decategorization with funding
based on functional definitions

m Consider prevention of secondary
conditions

Develop and implement standards
of care to ensure quality and cost
effectiveness and linkage to fund-
ing for care.

Rationale: It was felt by the task force that the
need to upgrade the level of response
through training would have to first be met by
identifying the standards that caregivers need
to have.

Year 1

m  Begin survey and compile data on service
utilization in the state of lowa

= Survey range of standards of care avail-
able, including those of accrediting bodies

m  Explore the potential for deemed status
and develop a time line for introducing
into the legislative process (Council ap-
proval by July, 1999)

Year 2

m  Recommend standards of care for acute,
postacute, and community levels

m Introduce recommendations for standards
of care into legislative process

Other suggestion by the Task Force

m Associate funding with standards of care
level and coordinate funding initiative
activities with legislative initiatives for
establishing standards of care

Develop and implement training
for service providers and families.

Rationale: Training was identified as a critical
element in developing services that are truly
directed at the needs of people with brain
injury.

Year 1

m Expand training surveys where necessary

m Establish a state advisory committee on
brain injury training

m |dentify all current training by topic, locale
and target audience

m  Consider joint conferences across
disciplines

Year 2

m  Centralize training resources
(i.e., videotapes) for distribution/sale/
checkout

Year 3

m  Develop an ongoing, comprehensive
plan for brain injury training
m Train on standards of care

AREA 4

Make case management available
to all people with brain injury.

Rationale: Case management services were



seen as essential to well-coordinated and
cost-effective services.

Year 1

Research range of models for case
management/service coordination,
including those used by different states
Review different models of case
management

Recommend a model of case
management/service coordination

for lowa

Increase support for families/caregivers
to augment the limited model
recommended

Year 2

Assign a cost to the model recommended
Define outcomes for case management/
service coordination

Develop and implement a single
point of contact for statewide
information/referral services.

Rationale: Across all components of the
needs assessment, information and referral
was identified as a major need.

Year 1

Develop or bolster a central point of
information (CPI)
Develop a website for CPI

Year 2

Link to local first points of contact
Increase media regarding the availability
of CPI

Revisit and revise initial and follow-up
information packets for support and
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intervention in the acute, postacute,
and community levels of care

Year 3

m Determine the costs of both the minimum
and ideal level of CPI

= Build a network of local brain injury
contacts and experts

AREA 6

Develop and implement access to
life care planning services.

Rationale: Life care planning, when consis-
tently utilized, can improve quality of life and
reduce costs.

Action steps:

m  Study models for care planning utilized
by the insurance industry as well as those
used by other states (particularly adjoining
states)

m Develop predischarge model for use
beginning with acute care settings

AREA 7

Develop and implement commu-
nity supports for persons with
brain injury.

Rationale: Community supports, including
tranportation, housing and employment
services, were identified as being almost
nonexistent. Plans for these elements will be
identified in the future, based on the stan-
dards of care developed.

The Advisory Council on Head Injuries is
developing specific action steps for this area.



Moving Forward

The implementation of this plan will be an ambitious un-

dertaking but one that is long overdue. The lowa Depart-
ment of Public Health's successful application for a sec-
ond year of funding from Maternal and Child Health will

provide a boost to these start up efforts. It will, however,
be lowans with brain injuries, their dedicated families and

caregivers who will provide the energy to move forward.

49



REFERENCES

Brain Injury Association of lowa, Unpublished
Member Survey, 1998.

De Boer, Paul, State Agency Report, Unpub-
lished report, lowa Department of Public Health,
Des Moines, 1998.

Deason, Dwight, Stress and Lack of Services for
Persons with Brain Injury and Their Families in
lowa, Unpublished research report, 1994.

Fick and Petty, Statistics on Brain Injury,
Neurolaw. Com/brain.html 1997

Hoyt-Mack Research Associates, Report on
survey of survivors of brain injury, and providers
of brain injury services. Ames IA, 1998.

lowa University Affiliated Program, Unpublished
transcript. Focus group on Funding of Services
for People with Brain Injury, June 16, 1998.

Kraus, J. and McArthur, D. Epidemiologic aspects
of brain injury. Neuroepidemiology, Vol. 14,
number 2. 435-450, 1996.

McMordie, W.R., Barker, SL and Paolo, T.M.
Return to work (RTW) after head injury. Brain
Injury, Vol 4. No 1., 57-69, 1990.

Ragnarrson, K., Thomas, J., Zazler, N. Model
systems of care for individuals with traumatic
brain injury. Journal of Head Trauma Rehabilita-
tion, June 1993.,

Schootman, M. and Harlan “Severe Traumatic
Brain Injuries in lowa 1994” Report from lowa
Dept. of Public Health, Des Moines, 1996.

50

Schootman M. and Harlan, M. “Traumatic Brain
Injuries in lowa 1995” Report from lowa Dept. of
Public Health, Des Moines, 1997.

Schootman M., and Harlan, M. “Traumatic Brain
Injuries in lowa 1996.” Report from lowa Dept. of
Public Health, Des Moines, 1998.

Schootman, M. Report on Life After Head Injury:
A Questionnaire, lowa Dept. of Public Health,
Des Moines, 1998.

Stephan, James, and Memola, Christopher,
“State and Federal Corrections Facilities” Correc-
tional Populations in the United States, Bureau of
Criminal Statistics, 1997.

Traumatic Brain Injury Rehabilitation Survey
(TBIRDS), Funded by The University of lowa
Head Injury Prevention Research Center, lowa
Dept. of Public Health and the Governor’s Advi-
sory Council on Head Injuries, Des Moines.,
February 1997.

United States Census Bureau, 1990 U.S. Cen-
sus, Washington D.C.

United States General Accounting Office, Trau-
matic Brain Injury Programs Supporting Long
Term Services in Selected States. Report to
Congressional Requesters. February 1998.

University of lowa Injury Prevention Research
Center, lowa Dept of Public Health and
Governor's Advisory Council on Head Injuries,
Traumatic Brain Injury Rehabilitation Survey, Des
Moines, 1997.



